Person-centered care is not a new concept. It has been used as a framework on which to build care plans for people with mental retardation and brain injuries, but is also useful in the care of people with Alzheimer's disease (AD). Person-centered care is based on the understanding that the person with AD has not lost the characteristics that make him/her an individual.
Introduction
Person-centered care is not a new concept. It has been used as a framework on which to build care plans for people with mental retardation and brain injuries, but is also useful in the care of people with Alzheimer's disease (AD). Person-centered care is based on the understanding that the person with AD has not lost the characteristics that make him/her an individual.
A person who feels pain will often cry or call out. When they are frightened or feel threatened they will defend themselves-and if isolated, will suffer from withdrawal and depression. This will not change if the person develops dementia. However, each of us has a unique personality and we vary in a number of ways such as our:
• Need for independence and control;
• Self concept;
• Sense of humor; and
• Coping abilities and other important characteristics.
A person's uniqueness does not change if he develops dementia. Person-centered care helps caregivers to understand the fears, behaviors and needs of the individual with AD. Our ability to communicate well with AD patients is critical to the provision of good care. Personcentered care assists us to more accurately identify the things which are important to our patient's quality of life-such as appropriate activities and pleasurable experiences. Person-centered care is beneficial throughout the course of dementia, especially during the mid-and late stages when the patient has more difficulty with verbal communication.
Personal time line
To use person-centered care it is important to start by learning about the background of the individual. Since AD patients regress as their disease progresses, we can use information about their earlier years to help with reminiscence, activities and comfort measures. A personal time line is a page or two of information outlining important events in an individual's life such as:
• Where they were born and raised;
• The names of their parents and siblings;
• Schooling;
• Profession;
• Information on marriage and children;
• Hobbies; and
• Favorite pets and other personal facts.
This information helps explain some patient behaviors and allows us to develop more appropriate responses to those behaviors. An example is the patient who is frightened by the shower or whirlpool. The caregiver might discover that the patient has regressed to the point at which they lived in a house with no running water.
The staff at a Virginia assisted living facility related an interesting experience with a gentleman (John) who had been admitted from another facility after shoving a staff member. According to his personal history taken on admission, he had been a factory foreman for almost 22-years before developing AD. For several days, although disoriented by the move, John was cooperative with his new caregivers and seemed to be adjusting well. The staff were surprised one afternoon, however, when he became very agitated at the sight of several of the nursing assistants standing around receiving the report at change of shift. Agitation became a regular event whenever John saw people standing or sitting in a group. Despite his poor communication abilities, he would pound his hand on the desk or wall and shake his finger at everyone while he "scolded" them in gibberish. The first several times this occurred, a nursing assistant tried to distract John, but with little success. He became less cooperative and combative at times. Wondering if he was misinterpreting their behavior as that of malingering workers, they began to respond with phrases like "Yes sir. We'll get right back to work. We're just reviewing this report." Pleasantly surprised, they noted John shook his head and walked away with a smile. Realizing that his role as the "supervisor" was important to him they began treating him with the formal respect workers give to their employers. During the times they identified him as the foreman the staff reported John was less agitated, more cooperative and smiled a lot.
Personal items
Understanding the importance, and sometimes the history of personal items, is also helpful. A 72-year-old female patient with mid-stage AD became obsessed with wearing the same skirt and sweater every day. On the days they were taken away for cleaning she became angry and depressed. A family member stated that the patient brought the skirt back from a trip to Ireland when the she was in her 50s. The skirt was a tartan kilt representing her family clan colors and the sweater was made by hand to go with the skirt. After returning from Ireland the patient frequently wore these items, but eventually she packed them away. Now they were of major importance to her. The staff recognized her attachment to these items and made an effort to remove them at night for cleaning and wearing the next day. Eventually the family found another similar skirt and sweater for her to wear and several months later the patient lost interest in this clothing.
Historical time line
One other time line should be used with person-centered care. A historical time line is a chart or poster outlining the major events which have occurred in a person's life since 1900. Books on historical time lines are available at teacher's stores and can be kept for reference and use by the caregivers. A review of historical events in a person's lifetime gives clues to the causes of some patient behaviors. For instance, many people with dementia hoard food and toilet paper, a behavior probably related to living through the depression.
Patients who were born in other countries will have different historical time lines and families may need to provide this information. Foreign born patients also eventually regress to their primary language. Caregivers who explore important historical events and learn a few comforting phrases in the patient's primary language are better equipped to reduce the individual's fear and sense of isolation. Knowing the word for pain is also necessary to assess the patient's level of discomfort. Families can help meet the patient's needs by recording themselves reading or singing favorite songs and decorating the patient's room with items that were familiar to him during his younger years.
Know how it feels
Person-centered care provides the framework on which to build an appropriate plan of care, but the plan must be dynamic as it will change as the dementia progresses. By using our senses to experience what the patient is feeling, seeing and hearing, we can often find ways to keep up with the changes, avoid patient discomforts, solve problems and alter negative behaviors. An exercise that many caregivers find useful is to imagine how they would feel if another person gave them a bath despite the fact that they did not want one. Most people doing this exercise respond with: "embarrassed; fearful; violated; angry and vulnerable without clothes." When asked how they would behave in that situation, caregivers usually say they would respond in a defensive manner. Although participants in this exercise do not have dementia, they will acknowledge that their behaviors would not change if they did. Recognizing this helps us to understand that the "combative" behavior often seen in patients with mid-and late stage AD is actually defensive behavior.
To solve the problem of embarrassment and vulnerability, cover the patient with a sheet while undressing them, and use a flexible shower head under the sheet to wash them. For the person who may have regressed to a point where there was no running water in the house the caregiver may opt for sponge baths.
Experiential exercises can also be helpful in finding the cause of nighttime agitation. If the caregiver were to lie down in the patient's bed they might find it to be very uncomfortable. Most institutional beds are hard, and depending on the mattress cover, may crackle or make odd sounds when the patient turns over. Egg-crate mattresses or other padding is helpful. At night lighting changes and shadows can be disturbing to the person with AD. Strange sounds such as a branch scratching against a window may trigger the belief that an animal or person is trying to get in. Experiencing and eliminating the possible causes for anxiety at night is a good way to reduce the need for psychotropic drugs.
End-stage care
Person-centered care can be used throughout the entire course of AD especially in the later stages. We know that people who are approaching the end of life experience many of the same symptoms and have similar needs regardless of their medical diagnosis. Although pain is the most obvious symptom, isolation, fear, depression, loss of appetite, dehydration, muscle wasting, nausea and weakness can occur and are seen in many of the terminally ill-including patients with late stage dementia. Research shows, however, that people in the late and terminal stages often do not have all of their needs addressed and actually receive minimal treatment for their discomforts as opposed to patients who can still make their needs known.
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We now recognize that yelling behaviors in people with late stage and terminal AD is most often due to pain which can be assessed by observing the patient's body language for indications of discomfort. Aside from a verbal statement of pain, these include many of the same symptoms seen in people without dementia such asbreathing changes; facial expressions (grimacing, crying, sad, troubled or hurt looks); fidgeting; restlessness; and negative verbalizations (moaning, groaning and unpleasant sounds.) 3 Generally speaking, the terminal stage of AD occurs at the end of stage six of the Reisberg dementia scale, 4 a point at which the patient is experiencing very severe cognitive decline and has lost most understanding and use of speech. Reisberg's FAST scale 4 compares the terminally ill dementia patient's abilities at this point to the developmental abilities of an 18-month old on down to a newborn at the time of death. Except for body language, the ability to communicate discomforts and needs is gone. Caregivers can still use person-centered care to help assess and meet the patient's needs in the late/terminal stage. By imagining how our bodies would feel and how we might react if we were bed ridden and socially isolated, we can use this information to develop a care plan.
Caregiver's have long believed the patient's ability to understand the spoken word and their surroundings outlasts their ability to communicate. Soft vocal tones, talking to, not over the patient, and multi-sensory communication can be used to comfort the individual. Families often feel helpless at this time and may not visit as frequently since the patient will not recognize them. They can, however, be taught to do helpful things for and with the patient such as back, hand and foot massage, bringing the patient's favorite old music, using aroma therapy, and talking to the patient in soft reassuring tones.
Elizabeth was a patient with mid-stage dementia residing in nursing home. Although her guardian rarely came to visit and Elizabeth had no family, she was well cared for and loved by the nursing staff. Unfortunately Elizabeth developed shingles which led to encephalitis. During her six-week stay in the hospital Elizabeth received IV fluids but her guardian refused a feeding tube. It was clear that Elizabeth was dying and upon her return to the facility the guardian and the physician decided to discontinue the IV fluids and provide palliative care. The nursing staff tried to make Elizabeth as comfortable as possible. Because of the encephalitis, Elizabeth yelled out every few minutes and her muscles tensed and jerked in what could only be described as seizure-like activity. Her neurologist told the staff this was due to neurological damage. A radio was brought in and the staff played soft music for Elizabeth during the day. The nursing assistants took turns sitting with her whenever they could. On her first visit one young nursing assistant sang softly, put her arms around Elizabeth and began to rock her to the music. Elizabeth stopped yelling and cuddled against the young woman. When she had to leave, the aide noticed that Elizabeth began yelling again. At a care plan meeting the staff decided that each of them would take turns rocking Elizabeth for five minutes out of every hour. Elizabeth never yelled out when someone was holding her and the yelling behaviors diminished over the next few days. One week later Elizabeth died in the arms of the nursing assistant who first rocked her. The staff could have easily ignored or medicated Elizabeth to keep her quiet, but they chose to recognize her needs as an individual who was alone and dying. They chose to respond to her in the same way they would want someone to respond to them if they were in the same situation. This is an excellent example of person-centered care.
